Previous literature reveals a high prevalence of grief in dementia caregivers before physical death of the person with dementia that is associated with stress, burden, and depression. To date, theoretical models and therapeutic interventions with grief in caregivers have not adequately considered the grief process, but instead have focused on grief as a symptom that manifests within the process of caregiving. The Dementia Grief Model explicates the unique process of pre-death grief in dementia caregivers. In this paper we introduce the Dementia Grief Model, describe the unique characteristics of dementia grief, and present the psychological states associated with the process of dementia grief. The model explicates an iterative grief process involving three states-separation, liminality, and re-emergence-each with a dynamic mechanism that facilitates or hinders movement through the dementia grief process. Finally, we offer potential applied research questions informed by the model.
or greater than the stress in bereavement after physical death (Noyes et al., 2010) . Caregivers who experience higher levels of pre-death grief have a higher risk of health complications post-death (Chan, Livingston, Jones, & Sampson, 2013; Givens, Prigerson, Kiely, Schaffer, & Mitchell, 2011; Sanders, Ott, Kelber, & Noonan, 2008; Shuter, Beattie, & Edwards, 2013) . Dementia researchers have focused on describing and defining pre-death grief (Lindauer & Harvath, 2014; Meuser & Marwit, 2001; Sanders & Corely, 2003) and exploring the association between grief, stress, and depression in caregivers (Adams & Sanders, 2004; Chan et al., 2013; Holley & Mast, 2009; Noyes et al., 2010) . To date, pre-death grief in dementia is predominantly understood within the stress-process model of caregiving (Pearlin, Mullan, Semple, & Skaff, 1990) where grief emerges as symptoms within an overarching stress process (Noyes et al., 2010) . We propose that the dementia grief process, which is normative within the context of caregiving, is at risk of being impeded due to aspects unique to dementia. In this paper we present a theoretical model of dementia grief by placing the caregiving experience within a grief framework to clarify how the disease process makes grief distinct by presenting specific hindrances to its natural trajectory, posing risks to caregiver health by increasing pre-death grief levels that can impact levels of stress and depression.
Literature review Pre-and post-death grief
Grief is generally understood to be the psychological response to a disruption in a significant attachment through death or loss (Bowlby, 1973 (Bowlby, , 1969 Mancini, Robinaugh, Shear, & Bonanno, 2009; Neimeyer, Prigerson, & Davies, 2002; Shear, 2010; Stroebe, Schut, & Boerner, 2010) . Caregivers show a high prevalence of stress, grief, and depression before the physical death of the person with dementia (Adams & Sanders, 2004; Joling et al., 2012; Meuser & Marwit, 2001; Ott, Kelber, & Blaylock, 2010; Pinquart & Sorensen, 2004 ), yet rarely recognize symptoms of pre-death grief (Marwit & Meuser, 2001; Sanders & Corley, 2003; Silverberg, 2007) . Pre-death grief increases as dementia advances (Adams & Sanders, 2004; Chan et al., 2013; Meuser & Marwit, 2001; Ott et al., 2010) , as caregiver health deteriorates (Holley & Mast, 2009) , and as a sense of burden increases (Chan et al., 2013; Holley & Mast, 2009) . Grief increases as caregivers plan for and make facility placement (Chan et al., 2013; Marwit & Meuser, 2001; Walker & Pomeroy, 1997) , while burden and depression decrease after facility placement (Gaugler, Mittelman, Hepburn, & Newcomer, 2014) .
There is an emerging association between degrees of pre-death grief and post-death complicated grief in dementia caregivers. Complicated grief can occur as a result of any loss and is defined as a prolonged and severe form of grief that includes separation distress, intrusive thoughts, and an inability to resolve the loss (Shear, 2010) . Complicated grief occurs in approximately 20% of dementia caregivers following physical death of the person with dementia (Holland, Currier, & Gallagher-Thompson, 2009; Schulz, Boerner, Shear, Zhang, & Gitlin, 2006) , and 30% are at risk of clinical depression in the first year . Greater pre-death grief is a key predictor of post-death complicated grief in dementia caregivers (Holland et al., 2009; Schulz et al., 2006) . Interventions that reduce levels of burden and stress in dementia caregivers decrease levels of post-death depression and complicated grief (Hebert, Dang, & Schulz, 2006; Schulz et al., 2006) .
The purpose of this paper is to present the Dementia Grief Model, a theoretical model of dementia grief as a unique grief experience in dementia caregivers. First we define the term dementia grief. Then, we present a review of research and theories that inform the Dementia Grief Model. In the model, the trajectory of dementia grief iteratively cycles through three psychological states: separation, liminality, and re-emergence. Distinguishing characteristics of each respective state is discussed, including compounded loss, ambiguity, and adaptation. Finally, potential implications of the Dementia Grief Model are discussed with respect to clinical interventions and research.
Dementia grief
Pre-death grief in dementia family caregivers is expressed in the term dementia grief, which captures the unique role the disease process plays while implying pre-death status, as the grief response to physical death is readily termed bereavement (Chan et al., 2013; Lindauer & Harvath, 2014) . Dementia grief is a specific type of anticipatory grief in response to compounded serial losses of varying magnitude and marked by the ambiguity that characterizes the experiences of loss in dementia. Lindauer and Harvath (2014) offer the following definition of pre-death grief in dementia family members:
Pre-death grief in the context of dementia family caregiving is the caregiver's emotional and physical response to the perceived losses in a valued care recipient. Family caregivers experience a variety of emotions . . . that can wax and wane over the course of a dementing disease, from diagnosis to the end of life. (p. 8) Dementia grief overlaps with anticipatory grief (Chan et al., 2013; Large & Slinger, 2013; Lindauer & Harvath, 2014) . Anticipatory grief may occur in many terminal medical conditions (Chan et al., 2013; Large & Slinger, 2013) . Dementia grief is distinguished from anticipatory grief by disruptions in communication and impairments in awareness that occur even early in the disease. With most terminal medical conditions, there is an opportunity for conflict resolution and sharing feelings between the dying person and their family members up until death (Lindauer & Harvath, 2014; Rando, 2000) . However, the opportunity for similar resolution is limited for dementia caregivers due to language deficits and a lack of insight in care recipients resulting from disruptions in reasoning that can manifest in the early stages of dementia (Noyes et al., 2010; Santulli & Blandin, 2015) .
Dementia grief: Compounded loss, ambiguity, and receding of the known self Compounded serial loss. Most significant losses associated with dementia occur before physical death. A key experience in dementia grief is of compounded serial losses (Chan et al., 2013; Large & Slinger, 2013; Santulli & Blandin, 2015) . Compounded serial losses build in number and magnitude as the disease progresses. Early losses include memory and communication deficits as well as withdrawal from activities. Advanced losses include declines in ability to cook, drive, and dress (Mace & Rabins, 2006; Mittelman, Epstein, & Pierzchala, 2003; Santulli, 2011) . Compounded serial losses are numerous and cyclical in nature; family members experience many small losses and several large losses during the extended trajectory of the disease process (Mace & Rabins, 2006; Mittelman et al., 2003; Santulli, 2011; Santulli & Blandin, 2015) .
Ambiguity. Dementia grief is characterized by ambiguous loss. Ambiguous loss (Boss 1999 (Boss , 2002 (Boss , 2011 ) is experienced as a lack of clarity due to losses that are unstable and fluctuating, evading finality and resolution. In dementia, ambiguity derives from the manner of losses that fluctuates through the disease trajectory, as well as types of losses. For example, some family members may experience a loss of hope for reconciliation of past conflicts with the person with dementia, while others may experience loss of an envisioned future and expectations (Chan et al., 2013; Noyes et al., 2010; Sanders & Corely, 2003; Santulli & Blandin, 2015) . These types of losses are more typically experienced when a person has physically died, and their presence when the person with dementia is physically alive is particularly confounding.
Ambiguity also emerges from increasingly profound changes in cognition and states of consciousness in the person with dementia. Of note, losses of identifying personality characteristics and the ability to access personal memories lead to experiences of ambiguity in family members in that the person with dementia may not appear to be the same person or may be psychologically inaccessible (Chan et al., 2013; Dupuis, 2002; Frank, 2008; Noyes et al., 2010; Ott et al., 2010; Sanders & Corely, 2003) . Ambiguous loss is rarely recognized by family members themselves or others. A lack of acknowledgement and the unpredictable timing of losses exacerbate the ambiguity in dementia caregiving (Sanders & Corley, 2003; Shuter et al., 2013) . The lack of clarity and resolution from ambiguous loss may be prolonged for years, as the median span of caregiving for a loved one with dementia is five to eight years (Xie, Brayne, & Matthews, 2008) . Due to this protracted state, it can be especially challenging to process difficult feelings related to loss, grief, and burden because a final resolution of grief cannot typically occur until physical death (Boss, 1999 (Boss, , 2011 Furlini, 2001; Large & Slinger, 2013; Sanders & Corely, 2003) .
Receding of the known self. A significant distinguishing factor of dementia grief is particular psychological losses of the person with dementia that occur before physical death. We offer the term the receding of the known self. Receding of the known self is defined as the changes in the self, including identifying personality characteristics, memories, and abilities, observed in people with dementia. Lindauer and Harvath (2014) found that dementia grief in caregivers is primarily a response to the psychological loss of the person the family has known and experiencing this loss slowly over time is particularly stressful (Albinsson & Strang, 2003; Lindauer & Harvath, 2014; Sanders et al., 2008; Sanders & Corley, 2003) .
A common experience among family members is that eventually the person with dementia will express themselves as though they are someone else, someone new, or otherwise not who they used to be (Albinsson & Strang, 2003; Chan et al., 2013; Madsen & Birkelund, 2013) . Family members experience profound pre-death grief akin to post-death bereavement as they experience the loss of the person they know (Meuser, Marwit, & Sanders, 2004; Sanders et al., 2008 ). Yet their loved one is still alive, and though they may not act like the same person caregivers once knew, they are the same person and family members often strive to remain connected to them (Large & Slinger, 2013; Lindauer & Harvath, 2014 ). An adult daughter spoke directly to this ambiguity when she stated that her mother died for her the day her mother didn't recognize her anymore (Madsen & Birkelund, 2013) . This creates a paradoxical disconnection between the physical and psychological losses, capturing the crux of ambiguity in the receding of the known self in dementia grief.
The grief process
Grief is fluid. The current paradigm, that some term the ''new science'' of grief, asserts that grief is a fluid and dynamic process that will naturally resolve itself for most bereaved people (Bonanno, 2009; Konisberg, 2011) . The consensus among grief theorists and researchers is that grief is a cyclical processing of emotions that over time resolves painful feelings of loss into acceptance and adaptation (Farran, Keane-Hagerty, Salloway, Kupferer, & Wilken, 1991; Maciejewski, Zhang, Block, & Prigerson, 2007; Neimeyer et al., 2002; Neimeyer, 2006; Prigerson & Maciejewski, 2008; Romanoff & Terenzio, 1998) . Further, research has clarified the distinction between normal and pathological forms of grief. While most grief naturally resolves and does not need to be treated (Bonanno, 2004; Bonanno & Mancini, 2008) , a small but stable minority of bereaved people develops complicated or chronic forms of grief, requiring identification and treatment (Shear, Frank, Houck, & Reynolds, 2005) .
The Dual Process Model of Coping in Bereavement (DPMCB) represents a current understanding of the dynamic and iterative trajectory of grief (Richardson, 2007 (Richardson, , 2010 Stroebe & Schut, 1999) . The DPMCB frames the process of bereavement in the oscillation between two orientations: a loss-oriented adaptation and restoration-oriented adaptation. Loss-oriented adaptations involve coping directly with the deceased person while restoration-oriented adaptations focus on secondary stressors resulting from the loss (e.g. financial responsibilities, role changes). The bereaved move naturally between confronting losses and avoiding the reality of losses as well as confronting and avoiding restoration needs as their grief resolves (Richardson, 2007; Stroebe & Schut, 1999; Stroebe et al., 2010) . In an analysis of interviews with family members of a person with dementia, Madsen and Birkelund (2013) noted congruence between the reported experiences of grief in the family members and the loss-restoration patterns described by the DPMCB.
Existing Dementia Grief Models
While several conceptual models of the general grief and bereavement process have been offered to the field, to our knowledge three models specifically addressing dementia grief have been offered to date by Noyes et al. (2010) , Marwit and Meuser (2002) , Meuser and Marwit (2001) , and Silverberg (2007) . Noyes et al.'s (2010) model places grief symptoms within an expanded stress-process model of dementia caregiving. Meuser and Marwit's (2001) model contrasts descriptions and intensity of grief experiences in caregivers correlated with the stages of dementia in the care recipient (Marwit & Meuser, 2002 ). Silverberg's (2007) 3-A grief intervention model offers a three-pronged intervention of acknowledging grief, assessing coping styles, and assisting caregivers with managing grief symptoms. Each of these models characterizes grief as a symptom among many in the dementia caregiving experience. While not naming grief specifically, other models deal with the nuanced losses in caregiving (Pearlin et al., 1990) .
In contrast, the Dementia Grief Model brings attention and focus to the overarching grief process associated with dementia, rather than only recognizing grief as a discrete symptom. Further, the Dementia Grief Model characterizes dementia grief as a normal grief process and experience with unique properties. The Dementia Grief Model is predicated upon the distinct characteristics of dementia grief and identifies mechanisms unique to the dementia grief process that facilitate and/or hinder caregivers in moving through repetitive patterns of loss. The model can be applied to provide understanding of how grief impacts caregiver burden and stress. Understanding these mechanisms can lead to potentially new and effective interventions with dementia caregivers.
The Dementia Grief Model
In the Dementia Grief Model, grief cycles through three states: separation, liminality, and reemergence. See Figure 1 for details. Each state is characterized by a specific psychological state and has a dynamic mechanism that propels movement through the grief process. Failure of the dynamic mechanism is hypothesized to inhibit the grief trajectory, adding to the distress of the caregiver. We propose that the dementia grief process is vulnerable to being stalled through a failure of the dynamic mechanisms: acknowledging loss, tolerating difficult feelings, and adapting to the new life circumstance or reality of the loss. The dynamic mechanisms provide a specific focus for future interventions.
State of separation
A person is in a state of separation when he/she suffers a significant loss(es). Separation is characterized by compounded serial losses; the dynamic mechanism is acknowledgment of loss. Each loss invites a state of separation from the person with dementia, from the life one has lived in the past, and from an anticipated future. Acknowledging that a significant loss has occurred is an initial recognition of the grief process, which, as noted above, caregivers do not always recognize (Meuser & Marwit, 2001; Sanders & Corley, 2003; Silverberg, 2007) .
The dynamic mechanism of acknowledgment can be inhibited through a lack of recognizing losses, resistance or denial of the losses, or an inability to emotionally acknowledge losses. Achieving resolution of compounded loss can be challenging because they are either irresolvable or they come in such a rate that there is not enough time or energy available to devote to the consequences of each loss. For example, a slow receding of the known self occurring in the years before physical death is difficult to resolve, putting a caregiver at risk of stalling in separation, unable or unwilling to acknowledge loss. Similarly, a caregiver is at risk of stalling in separation if facing multiple, compounded losses without adequate time to fully recognize each loss and their associated consequences, as when the person with dementia is no longer able to manage finances, to be left alone, and loses the ability to drive all within a span of a few months.
The liminal state
Liminality is the state of being in-between a previous situation and an emerging situation. The liminal state is characterized by ambiguity and has a dynamic mechanism of tolerating difficult feelings. Liminal is derived from the Latin word limen, which means threshold. In crossing a threshold, there is movement from one place or state to another; when one stands in the threshold, however, one is betwixt and between both. Liminality is an apt description of an experience of ambiguous loss (Boss, 2011) and thus the liminal state is linked with ambiguity and the receding of the known self, preceding physical death. Liminality is a state of transition, and while the end result may be positive, the process is ambiguous and unstable.
The dynamic mechanism of tolerating difficult emotions can be hindered if painful feelings are avoided or otherwise suppressed. Consequences of this avoidance can manifest in unhealthy habitual behaviors, such as indulging in food or alcohol, or in compulsive behaviors, such as angry outbursts or chronic distracting activities. Tolerating painful emotions enables the grief process to unfold into clarity of the caregiver's losses and the possibility of adaptation to the new, emergent situation. This clarity moves them naturally into states of re-emergence in which recognition of a new landscape, inner and outer, enables adaptation to the consequences of their losses.
The state of re-emergence
The state of re-emergence is characterized by acceptance and the dynamic mechanism is adaptation. Tolerating and confronting difficult emotions in the liminal state eventually unfold into states of clarity wherein the losses one has experienced are acknowledged, accepted, and understood in their consequences. Adaptation is enacted in behavior, such as arranging for new circumstances in care, taking over a responsibility previously held by the person with dementia, or learning to communicate with the care recipient in a new way. Re-emergence can appear on a specific loss (intimacy, anticipated future, freedom, etc.), or, it can appear as a state of clarity and grounding that one is moving through stages of the disease (realizing one has moved from the early to the moderate stage of Alzheimer's disease due to an important functional loss, such as a crisis with driving). Adaptation signals a resolution of loss in a practical manner, i.e. the loss has been recognized, accepted, and the new reality has been incorporated into daily life. This brings a sense of finality, albeit temporary. Adaptation is a crucial step for the caregiver in providing an aspect of closure and stability.
Conclusion
The Dementia Grief Model offers a theoretical model of dementia grief to better understand the unique characteristics of dementia grief and the process of dementia caregiving by placing the caregiving experience within an overarching context of grief. In the model, grief cycles through three states: separation, liminality, and re-emergence. Each state has a dynamic mechanism that propels movement through the grief process; failure of the dynamic mechanism is hypothesized to inhibit the grief trajectory, adding to the emotional stress of the caregiver. Acknowledging loss is the dynamic mechanism in separation that moves one into a liminal state of being confronted with ambiguity and difficult feelings. The dynamic mechanism of tolerating difficult or negative emotions in the liminal state allows the caregiver's experience to naturally clarify into a state of re-emergence in which they can make behavioral adaptations to a new reality. Re-emergence is accomplished through the dynamic mechanism of adaptation to the new life situation, i.e. adapting to the reality of the loss. Adaptation is the goal of grief generally that signals resolution; in the case of dementia grief, it is a temporary finality as the cycle is enacted repeatedly until physical death.
This new framework provides opportunity for innovative therapeutic interventions through the dynamic mechanisms of acknowledging loss in separation, tolerating difficult feelings in liminality, and in behavioral adaptations in re-emergence. Though this is a descriptive theoretical model, it potentially informs testable research questions on the process of grief and the development of targeted interventions including:
. How are the dynamic mechanisms represented in caregiver decisions? . To what extent does the dementia grief process impact the quality and effectiveness of caregiver decisions? . To what extent does intervention in the dementia grief process impact levels of depression, stress and burden in pre-death caregiving? . To what extent does intervention in the dementia grief process impact post-death depression and/or complicated grief? . How do individual differences (i.e. personality, attachment styles) facilitate or inhibit the dynamic mechanisms?
Dementia caregiving involves changing emotional states in response to radical losses and changing conditions as the disease progresses in the person with dementia. By viewing dementia caregiving and dementia grief in an overarching frame of grief in general, we can identify specific mechanisms for moving through patterns of loss over time. The Dementia Grief Model highlights these patterns particular to the unique experience of grief in dementia caregivers. Strengthened abilities of caregivers to cope with the stressors of dementia caregiving by gaining competency in managing the grief process may lead to better health outcomes during caregiving as well as after physical death of the person with dementia.
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